Purpose: Although many older adults suffer from dysphagia and are required to eat texture-modified diets, little is known about the experiences and challenges faced in doing so at home. In this study, we explored the perspectives of communitydwelling older adults as they struggled to balance dysphagia symptoms and recommended diet modifications with their preferred lifestyles. Design and Methods: Using an interpretive descriptive design, we conducted 37 in-home semi-structured interviews and 5 member-checking interviews, participant observations during a meal, and reviewed the medical charts of 20 participants recruited through maximum variation purposeful sampling. Meaning units and codes were identified and synthesized into 4 themes. Results: Participants faced a frightening choice between eating and breathing. Hiding dysphagia symptoms from the public eye was important to preserve self-identity. Following the recommended diet created a feeling that life was "falling apart." We also found that adhering to the diet was not an "all or none" phenomenon. Implications: Given that correct adherence to the restrictive diet is rare, to effectively manage dysphagia symptoms, clinicians must appreciate the full range of impact of dysphagia and texture-modified diets on the lives of older adults.
Although many adults suffer from dysphagia, there is minimal knowledge of the experiences and challenges faced by community-dwelling older adults with dysphagia who have been recommended a texture-modified diet to manage their symptoms. In 2011, approximately 9.44 million adults in the United States self-reported difficulties with swallowing (Bhattacharyya, 2014) , and the incidence of dysphagia continues to increase commensurately with the increase in the population of older adults (Leder & Suiter, 2009) . Swallowing difficulties among older adults are of concern because the medical outcomes for this population are poor: malnutrition, dehydration, aspiration pneumonia, and, in some cases, death (Cichero & Altman, 2012) . In addition, dysphagia is also associated with poor oral health, sarcopenia, and frailty that can affect not only respiratory function but also nutritional adequacy (Humbert & Robbins, 2008; Ney, Weiss, Kind, & Robbins, 2009; Zeanandin et al., 2012) . In fact, the prevalence of malnutrition and risk for malnutrition among independently living older adults with dysphagia has been estimated to be 2.72 times higher than among those without dysphagia (Serra-Prat et al., 2012) .
Although there are many dysphagia management strategies, such as compensatory postural adjustments, swallow maneuvers, and exercise-based therapies, clinical practices in the United States usually include texture-modification of diets as a first step to promote oral intake and minimize prandial aspiration. Texture-modified diets promote continued oral nutrition as they compensate for weakened pharyngeal muscles and/or oropharyngeal anomalies that may impede efficient and safe swallows. In the United States, many health care facilities follow the levels of the national dysphagia diet provided by the American Dietetic Association. This classification includes four levels of dietary modification for foods (pureed, mechanically altered, advanced, and regular). In addition, there are four levels of viscosity for liquids (spoonthick, honey-like, nectar-like, and thin).
Although the goal of texture-modified diets is to reduce the risk of aspiration and promote oral intake of food, there are some challenges. Thickened liquids are clinically believed to be less strenuous on elderly patients and remain one of the most commonly used strategies to prevent aspiration (Robbins, 2002) . However, in a systematic review on the influence of texture-modified diets, Steele and colleagues (2015) found that while there was a reduction in the risk of penetration-aspiration with thick liquids, post-swallow residue in the pharynx with thicker liquids could lead to aspiration of the residue after the swallow.
The thickening agents added to liquids often suppress flavor and do not adequately quench thirst (Cichero, 2013) , increasing the risk of dehydration due to decreased liquid intake. Patients who have been recommended thickened liquids often dislike the taste and texture (Davis, 2007) , and in one study 75% of patients reduced their intake of liquids due to a dislike for the taste (Macqueen, 2003) . Malnutrition is a risk for patients who have been recommended a texture-modified diet of pureed foods. Pureed foods are often prepared by blending liquids with foods, which can reduce the nutritional density and calories of the foods (Keller, Chambers, Niezgoda, & Duizer, 2012) .
Community-dwelling older adults may face challenges such as difficulty with understanding and following the directions to consistently prepare meals according to the specifications for modification, maintaining adequate nutrition and staying hydrated, and meeting social and professional obligations while adhering to the dietary recommendations. They may be at higher risk than older adults who live in institutional settings, such as nursing homes or assisted living facilities, because of the lack of assistance with meal preparation and lack of opportunities to interact with speech-language pathologists (SLPs) trained in dysphagia management. When a diagnosis of dysphagia is made after an acute medical event or based on self-report of symptoms, if no dysphagia therapy is recommended or the patient does not follow through they may be lost to the system. Furthermore, careseeking behavior may be affected by the perception among community-dwelling older adults that some symptoms of dysphagia are an inherent part of aging (Leow et al., 2010) .
Dysphagia can affect a patient's quality of life and cause social isolation, anxiety, embarrassment, and depression (Ekberg, Hamdy, Woisard, Wuttge-Hannig, & Ortega, 2002; Jacobsson, Axelsson, Osterlind, & Norberg, 2000; Martino, Beaton, & Diamant, 2010; Watt & Whyte, 2003) . Older adults living in Eldercare sites in Australia who transitioned from a "normal" diet to a texture-modified diet reported feelings of frustration, anger, depression, and loss due to this transition (Ullrich & Crichton, 2015) .
In light of these issues, adherence to a texture-modified diet may prove to be challenging. Low, Wyles, Wilkinson, and Sainsbury (2001) found that 21% of study participants never adhered to the recommended diet. Those who were nonadherent lived at home rather than in institutional settings and were more likely to be admitted with chest infections or aspiration pneumonia when compared with those who did adhere to the recommendations (Low et al., 2001) . Colodny (2005) found that nursing home patients used several defense mechanisms (such as dislike for the taste of the food and a denial of the swallowing problem) to justify nonadherence. There is a growing body of literature on dysphagia experiences of head and neck cancer patients and those of their caregivers (Larsson, Hedelin, & Athlin, 2003; Nund et al., 2014; Ottosson, Laurell, & Olsson, 2013; Patterson, Rapley, Carding, Wilson, & McColl, 2013) , but to the best of our knowledge, none on the experiences of community-dwelling older adults. Knowledge of the experiences and perceptions of community-dwelling older adults with dysphagia can facilitate the development of dysphagia management programs that better serve the needs of this growing population of older adults.
Thus, the purpose of this study was to explore the perspectives of community-dwelling older adults on their struggles to balance their dysphagia symptoms and the recommended diet modifications with their preferred lifestyles and to understand the effects of this disorder and the recommended diet within the contexts of broader social and psychological goals.
Methods

Design
We used an interpretive descriptive research design (Thorne, 2008) , a noncategorical qualitative approach that is well suited for research studies rooted in increasing knowledge about the human experience of health and illness (Thorne, Kirkham, & MacDonald-Emes, 1997) .
Sampling Design and Participants
Maximum variation purposeful sampling was used to identify participants who provided adequate experiential variation (Patton, 1990) . Variations included etiology for dysphagia (such as stroke and cancer), time since diagnosis, age, gender, and geographic location (rural, urban, or suburban) . Using this sampling strategy allowed for identification of themes that captured the experiences that were central to a wide variety of participants (Patton, 1990) .
A total of 27 patients who met the eligibility criteria were approached for participation. Seven declined, for reasons that ranged from discomfort with having a researcher visit them in their homes to feeling overwhelmed by their illnesses. We recruited 20 community-dwelling older adults who (a) were ≥65 years of age, (b) lived in a private home or apartment in the community, across five counties, (c) had a diagnosis of dysphagia and a recommendation for a texture-modified diet of pureed foods and/or thickened liquids, (d) were English-speaking, and (e) had the ability to understand and communicate as demonstrated by appropriate responses to the researcher during the informed consent process. Those living in an assisted-living setting were excluded, as such facilities often provide meals to residents and the experience of a texture-modified diet in such a setting would be different from that of older adults engaged in personal meal preparation or caregiver-provided meals. Among the 20 participants who completed the informed consent process, three were unable to complete the second interview and participant observation due to failing health and one declined to participate in the participant observation after the second interview was completed.
Participants
In Table 1 , we provide pertinent sample characteristics. The sample (n = 20) included 13 males and 7 females who lived independently in rural, urban, and suburban settings. The mean age of participants was 80.5 years (SD = 8.78). More than half of the participants were over the age of 80 years. The sample comprised 95% (19/20) White and 5% (1/20) Black participants. Ethnicity data were not available for all participants. More than half the participants (65%) had been diagnosed between 1 and 6 months prior to participation in the study. Fifty percent of the participants suffered from dysphagia as a result of a stroke or other neurologic condition. Thirty percent (6/20) of the participants had been recommended the most restrictive diet of both pureed foods and thickened liquids.
Procedure
Participants were recruited from four local hospitals and a home-care agency. Three hospitals and the home-care agency were associated with the same university and governed by a single research subjects review board. Thus, two review boards approved the study protocol and methods.
The first author, an SLP with extensive experience in dysphagia assessment and rehabilitation, completed the recruitment and data collection procedures. SLPs at the different sites provided referrals of eligible participants who were then contacted either in person or by telephone and invited to participate in the study. Written informed consent was obtained at the time of the first home visit, prior to any data collection. Data collection methods included two in-depth interviews that were conducted 2-3 weeks apart, participant observation during a meal or snack that was conducted at the time of the second interview, and data extraction from participants' medical records that were accessed after the first interview. In addition, five memberchecking interviews were completed.
In Table 2 , we provide the semi-structured interview guide that was the framework for the conversations with participants.
These questions ensured that the interview questions were consistent with the research questions. Participants were invited to reflect upon and share their perceptions of their swallowing difficulties, how those difficulties affected their lives, their understanding of the modified texture of food/liquid recommended, and if/how the recommended diet resulted in any changes to their daily lives and social activities. To minimize psychological stress, interviews were carried out with compassion, and to minimize the risk of being intrusive, the laddered question technique of interviewing, as described by Price (2002) , was used. Thus, the first interview often began with less intrusive questions such as the facts surrounding the diagnosis of dysphagia and conversations surrounding their professional lives or daily routines. As rapport was built, the interview questions revolved around their feelings and experiences. In framing the questions, care was given to ensure that participants' perceptions on following a restrictive texture-modified diet were sought without the negative connotations associated with nonadherence. The two in-depth semi-structured interviews were conducted at the homes or at restaurants that the participants chose. The 2-to 3-week time period between interviews facilitated rapport building and led to participants reflecting and sharing their conscious choices and the different elements of their experiences. Interview processes combine memory, narration, and selection of life events that allow the construction of data (Sandelowski, 2002) . A longer time-period of interaction gave participants more time to reflect upon their experiences. While patients with dysphagia are routinely "observed" by SLPs while they eat, it was nonetheless important to establish rapport over two interviews before engaging in participant observation in the home.
All interviews were audio-recorded and subsequently transcribed, verified, and edited for accuracy. Participants were given pseudonyms and all transcripts were stored on a secure server at the university. Interview data were supplemented with detailed fieldnotes of observations and included comments made by the participants and their family members (when present) on their experiences. In addition method and analytic memos were written and contributed to the audit trail, reflecting the effort to optimize rigor and validity.
At the time of the second interview, participant observation during a meal or snack was completed wherein the interviewer participated in a meal with the participants and with any other family member who was present. Valuable insights were gained from participants who demonstrated the steps they took to prepare their meals with the recommended texture-modification. Observations were made of both verbal and nonverbal aspects of eating and drinking and were recorded in fieldnotes. Fieldnotes documenting the observations included details on the physical environment of the home (layout of the kitchen, appliances used for preparing the texture-modified diet), comments made by the participants and their family members, (when present) on the experiences of eating a texture-modified diet, how the diet affected their lives, their feelings about eating such a diet, any facial expressions or nonverbal reactions, and stated strategies adopted by them to adhere to the recommended texture-modifications or to swallow "safely" without adhering to the recommended diet.
Though some participants hesitated to admit nonadherence, the data gathered through interviews were compared with the observations and data obtained from medical records, which helped the examination of differences through triangulation of data sources. These differences offered the opportunity for further discussion with the participants and added to the richness of the data gathered. The data obtained from medical records on the etiology and severity of dysphagia, recommended diet, and time since diagnosis, were useful in comparing and contrasting a participant's perceptions on the severity of their symptoms, and the need for a texture-modified diet with that of clinical assessments. The reviews of medical records also afforded a comparison between the recommendations of different providers such as the SLP and the physician. Finally, member-checking interviews were conducted with participants who shared their views and opinions on the analysis as presented to them.
Analysis
Consistent with the interpretive descriptive approach, periods of data collection were interspersed with data analysis such that the analyses informed further data collection (Thorne et al., 1997) . The transcripts were first read in their entirety and salient aspects were flagged. During the second reading, meaning units were identified, then condensed and organized into codes. A meaning unit is a group of words or sentences related to the same meaning or related to the same content or context (Graneheim & Lundman, 2004) and capture the essence of a participant's experience. In preparing the preliminary list of meaning units each interview transcript was read in detail, quotations that were integral to the participant's experience were extracted, and then reduced into condensed meaning units that framed the discussions during the next set of interviews. After more data were gathered, the condensed meaning units were organized into a list of codes. For example, a participant's detailed description on how her dysphagia symptoms interfered with her social life and her feelings about not being able to eat with her family was extracted into a meaning unit and then contracted into a condensed meaning unit:
[name of family member] is an amazing cook … but I know I'm not going to be able to do the horrible Thanksgiving gorge … I just know that I'm not going to … be able to eat as much food as we all normally eat.
The resulting code was "dysphagia and texture-modified diets: losses." The list of codes were periodically re-examined and modified, and previously coded data were reanalyzed with new codes. Field notes, interview transcripts, and memos were coded using ATLAS.ti (2014). Outputs of codes were analyzed for patterns, relationships, and associations. In addition, data from medical charts contributed to a better understanding of participant experiences and perceptions. For example, medical records provided data on participants who had suffered from "silent aspiration," a clinically significant symptom. However, it was evident during analyses that participants had the same range of perceptions on the impact on their lives, whether they suffered from silent aspiration or not. The final outcome of data analysis was the identification of themes; statements that captured an aspect of the experience and were identified through an examination of key recurring commonalities across the data.
Results
Dysphagia and texture-modified diets impacted participants' social lives, self-identities, and perceptions of the future. To explicate the depth of individual participant's experiences, pseudonyms have been provided in these findings. Four themes that characterized participants' experiences were identified: (a) Choosing between eating or breathing is frightening, (b) Hiding dysphagia symptoms from the public eye is important to preserve self-identity, (c) Following the diet feels like life is "falling apart," and (d) Adhering to the diet is not an "all or none" phenomenon. Each theme is described in further detail below.
Choosing Between Eating or Breathing Is Frightening
Participants recounted their experiences of aspiration with fear and trepidation. Choking while eating or drinking left them gasping for breath and worrying about dying. Robert, a participant with severe dysphagia, described choking on water as being akin to drowning. He said:
I can't drink water … water; I can't tell where it is. I get that drowning sensation you get when you learn to swim: "eeeaaa" [he makes sound of drowning]. I don't want that anymore ….
Not wanting the drowning sensation, Robert chose not to drink any water and had not done so for over two years. Theodore experienced symptoms of dysphagia prior to being diagnosed with a neurological disease. He was at home when he choked on a medication and was neither able to swallow it nor to spit it out. With gestures he demonstrated the Heimlich maneuver to his wife who was eventually able to help him dislodge the pill. He repeatedly stated that had she not been at home on that day, he would have died. Older participants (81+ years old) with multiple health-related concerns felt vulnerable when faced with episodes of choking. While many older participants spoke about their mortality with acquiescence and accepted the inevitable end, incidents of aspiration left them scared and made that end appear to be closer.
Lilly described an incident when she couldn't sleep at night as she had some food from her dinner still stuck in her throat: "Well, I was worried about it, I couldn't sleep because that-that was stuck…and I says, 'Jeepers-I'm going to be going to sleep and it's stuck in my throat'." She was worried about going to sleep with food stuck in her throat and not waking up the next morning. Brenda expressed her fear of choking on her saliva, "You know, oh, my God! It scared me! 'Cause what was I chokin' on? Nothing!" Brenda suffered from severe COPD and choking on food and her own secretions was scary as it made her breathless. Sometimes even the act of bending in front of the refrigerator to take out food would leave her breathless. On bad days, when her ability to breathe was severely impaired and she was confronted with choosing between eating and breathing, she would sit and "cry all day."
The forced act of choosing between eating and breathing was tedious, and finding ways to balance the two was depressing. Jill suffered from true vocal cord paralysis and needed a tracheotomy to breathe. She was being treated for depression and said very poignantly, "The joy is gone, the reason, and the reason I was put on the earth, is no longer [there]…." She was dependent on her tracheotomy tube for breathing and "so, it's either I eat or I breathe: big one." Even when she did eat, it was hard work, and she had to concentrate and take very small bites and sips during meals. Participants experienced depression and anxiety when the fundamental processes that facilitated life (eating and breathing) moved from unconscious acts to being the primary focus of daily living, such that everything else faded into the background.
Hiding Dysphagia Symptoms From the Public Eye Is Important to Preserve Self-identity
Participants worked hard to hide their symptoms of dysphagia from the public eye and distinguished between the private and public presentations of their symptoms. Symptoms such as coughing, spitting, choking, hacking, and drooling, and throat clearing were associated with fear, apprehension, disgust, fatigue, and embarrassment. Underlying the embarrassment was a fear of losing their self-identity as socially well-adjusted people. When George needed to excuse himself from the dinner table because he felt food stuck in his throat, he was more worried that he had "disrupted the flow of conversation" than about his inability to swallow.
Participants could not control the manifestation of the symptoms and were left with the need to devise strategies to hide them from the public eye. Hiding from the public eye was accomplished by four strategies: avoiding public places, restricting visitors to the home, staying on the periphery, and pretending nothing happened.
Robert gradually chose to withdraw from public settings. He sacrificed attending his grandson's wedding because of his inability to swallow his own saliva. He made a point to state that while he could spit into paper towels within the confines of his home, doing so in public was "disgusting." Having to "hack" mucus, spit, drool saliva, and choke in public, particularly when seated with others for a meal, was acutely embarrassing for him. Charlie, Terry, and Steven chose to allow only close family members into their homes and restricted all other visitors. On the other hand, Jill went to public places, such as the church, but admitted that she sat close to the exit so that she could escape quickly if needed. George used a strategy he had learned as a young child with a physical disability: to pretend nothing was amiss.
I became very skilled at an early age to encourage people not to notice that I was different and I found people eager and willing to participate in this group denial …. So there's this kind of social contract, "I won't say anything if you don't bring it up."
Following the Diet Feels Like Life Is "Falling Apart"
Although participants worked hard to hide their symptoms, their self-identity was further corroded by the need to eat a texture-modified diet of pureed foods and/or thickened liquids. They were forced to make sacrifices and compromises. Sometimes, they felt as if their lives were beginning to "unfold" and "fall apart." Coming home to the prospect of eating such a modified diet involved an appraisal of their priorities and a need to come to terms with the changes that needed to be made. For George and his wife, traveling and socializing were extremely important. However, having to eat a diet of pureed foods made it necessary to sacrifice both activities. Over time, his wife began taking a mini-chopper with her to the homes of friends so she could chop his food without burdening their hosts. When the sacrifice became too burdensome, they abandoned the recommended diet modification and reverted to regular softer foods with his wife "watching him like a hawk." Similarly, over time, Jill abandoned the recommended diet and managed her symptoms while going to restaurants with her husband by eating and drinking regular textured foods and drinks in a slow, deliberate manner.
Although some participants made compromises, others were unable to follow the diet. Lucy loved bowling with her friends and initially rejected the recommended diet of thickened liquids. However, 6 months later she suffered from pneumonia and was forced to give up bowling and drink only thickened liquids.
Thus, while participants adapted to the changes to their routines and to their lives with sadness, grief, shock, and acquiescence, finding the balance between what they desired and what they were left to cope with made life seem as if it was "falling apart." Managing these tensions often meant determining the degree to which the diet could be tolerated and the extent to which they would adhere to the recommendations.
Adhering to a Texture-Modified Diet Is Not an "All or None" Phenomenon Adherence was a continuum that participants navigated as they made selective compromises and balanced medical concerns with social losses. Adherence was not a dichotomous act. In fact, adherence was often nuanced and had multiple meanings to participants who valued the need to exercise their own choices. Balancing adherence to the diet with personal, social, psychological, and professional needs led to variations in how, when, where, and the extent to which the recommended diet would be adhered. Simon believed the benefits of the texture-modified diet outweighed any burdens and followed the recommendation, as he initially suffered from severe dysphagia that warranted the placement of a feeding tube. After making gains with dysphagia therapy, Simon accepted the diet that was prepared by his daughter, a nurse. At the other end of the continuum were participants who rejected the diet. Richard believed that eating was "like breathing" and could not conceive of following the recommended texture modification. He abandoned the diet immediately upon returning home because of a deep dislike for the taste and texture. Many who rejected the recommended texture modifications used strategies such as "being careful" and "mindful swallowing" to swallow foods and drinks of regular consistency.
Between these two extremes of acceptance and rejection, participants varied in the extent to which they would adhere to the diet. Charlie tried the recommended honeythick liquids and then stopped drinking liquids because he did not like the taste and texture. Being concerned about dehydration, his wife decided to switch his liquids to a nectar consistency. Tom adhered to the diet during meals that were prepared by his wife but drank regular consistency liquids at other times.
Participants made calculated risks to take control of their lives. While Arthur was committed to following his recommended diet, he was very clear that he did not want anyone telling him what to do. He said:
The person who is involved has to make the decisions themselves depending on their own experience. You soon learn what your tolerance level is for certain things …. I don't let people frighten me. You know, who say, "You can't do this, you can't do that." I don't, I'm not reckless but I-I'm willing to, you know, test the limits a bit.
Thus, participants tested the limits of eating and drinking a regular diet. Cheating was a first step in testing the limits. Decisions on cheating were made based on the food/drink of preference, the occasion, or the place. Many participants cheated with coffee but would thicken all other liquids. Others cheated when they ate at restaurants, at the homes of friends, or during special occasions, such as Thanksgiving or a birthday celebration. Melanie drank nectar-thick liquids and followed the instructions at home but cheated outside the home. Her husband reported that when they went out to restaurants, "We don't bother … because she is very careful about how she swallows." Arthur admitted to cheating over time:
I'm cheating a little bit. I'm starting to eat things that were really on the no-no list completely, and I find, I can handle 'em if I-if I eat them and if I discover something and I chew 'em very carefully.
Some participants believed that they were indeed following the recommended diet, but during participant observations, it was evident that they were not. To thicken his liquids, Walter said:
[I take] two scoops of that powder they gave me, and put it in an empty Coke bottle filled with water, and shake it up and keep in the refrigerator. I have that all day and no problem.
He did not realize that the amount of thickener he had used was inadequate for the amount of the water he had in the bottle or that the liquid would change to a pudding consistency after a period of time.
Some failed to understand the recommendations, and others could not differentiate between their providers. Arthur believed that he was following the recommendation for a nectar consistency liquid. However, he neither understood how much thickener to add, nor did he stir the thickener he added to a glass of juice. A few participants clearly did not understand the role of the SLP and pooled all health care professionals into a broad category they called "the nurse." Thus, they often reported being told by "the nurse" that their swallowing had improved and that they could resume a normal diet. In addition to the confusion resulting from a lack of understanding of the role of SLPs, two participants received conflicting recommendations from their physicians and their SLPs. Brenda was asked to drink thickened liquids by her SLP, while her pulmonologist gave her written instructions that said, "Drink water carefully."
Thus, participants moved back and forth on the continuum between nonadherence and adherence as they negotiated ways to lead the life they wanted. Some regained control over their lives by cheating and testing the limits. With success and over time, some participants were able to resume a regular diet, whereas others faced consequences such as pneumonia and had to revert to following the recommended diet.
Discussion
From the findings of this study we make two important contributions to the dysphagia literature: (1) adherence to a texture-modified diet is not an "all or none" phenomenon, and (2) understanding the broader social and emotional contexts of the lives of community-dwelling older adults with dysphagia is important because balancing multiple morbidities with preferred lifestyles is an active and deliberate process.
Several researchers have previously reported the negative effect of dysphagia on quality of life (Ekberg et al., 2002; Martino et al., 2010; Verdonschot, Baijens, Serroyen, Leue, & Kremer, 2013) . There are reports of the negative emotional states experienced by patients with dysphagia such as, anxiety, depression (Verdonschot et al., 2013; Watt & Whyte, 2003) , embarrassment (Jacobsson et al., 2000) , and decreased pleasure during eating, longer eating duration, fear of choking (Martino et al., 2010; Miller, Noble, Jones, & Burn, 2006; Watt & Whyte, 2003) , and social isolation (McHorney et al., 2000; Miller et al., 2006) . Consistent with this literature, participants in this study also discussed their feelings of embarrassment, fear of choking, sadness, social isolation, and decreased pleasure with eating.
Adherence Is Not an "All or None" Phenomenon Nonadherence rates to medications are reported to be 50% (Haynes, McDonald, & Garg, 2002) ; with preventive regimens that require lifestyle changes, these rates are reported to be as high as 70% (Martin, Williams, Haskard, & Dimatteo, 2005) . Adherence to texture-modified diets, in particular to thickened liquids is reportedly low due to the lack of flavor and poor taste of modified diets (Colodny, 2005; King & Ligman, 2011; Shim, Oh, & Han, 2013) . However, we found that poor taste and lack of flavor were not the only reasons for poor adherence.
Participants in this study did not make a dichotomous or even a one-time decision with regard to adherence, and sometimes nonadherence occurred even when participants believed that they were adhering to the recommended diet. Participants' lives and personal priorities influenced how, when, and where they would or would not adhere to the recommended diet, and this changed over time as well. This portrait of the situational nuances of decisions shifts the nature of adherence or nonadherence to a contextual act of daily life. Nonadherence requires deeper understanding from clinicians rather than condemnation as a violation of a medical mandate.
Balancing Risks With Preferences Is an Active and Deliberate Process
Community-dwelling older adults weighed the consequences of their symptoms of dysphagia and the need to eat a texture-modified diet against not just other comorbidities but also against their social desires, social and professional commitments, and personal views on eating-related behaviors that would be considered socially acceptable. Feelings of stigma, embarrassment associated with eating in the presence of others, and anxiety, have been reported previously (Jacobsson et al., 2000; Leow, Huckabee, Anderson, & Beckert, 2010) . Emotional and social losses among head and neck cancer patients with dysphagia have been reported (McQuestion, Fitch, & Howell, 2011) . We found social decision making was a carefully considered process. Participants reviewed the recommendations for texturemodified diets against their life goals and desires and made decisions based on convenience, medical importance, and what they could or could not tolerate. In the process they experienced a range of losses, from giving up pleasurable activities, such as bowling with friends, to being forced into early retirement.
Limitations
We excluded participants who had been discharged to their homes from skilled nursing facilities because over time they may have been trained on the preparation of texture-modified diets by speech pathologists rather than being discharged directly to their homes with minimal training. Another limitation was a lack of racial variation. The sample included only one African American (5% of the sample), although the racial composition of older adults with dysphagia in one of the recruiting hospitals comprised 9.54% African Americans. Hence, the findings do not necessarily depict the experiences of African Americans with dysphagia.
Implications
For community-dwelling older adults, hiding dysphagia symptoms from the public eye is important. Social isolation may exacerbate feelings of sadness and fear. Depression is known to be significant among adults aged 65 years and older with multiple comorbidities (Geriatrics Interdisciplinary Advisory Group, 2006) . SLPs and geriatricians working with older adults can promote dialogues on ways to better support those adults who are embarrassed enough by their symptoms to hide them from the public eye. There is growing evidence that interprofessional care reduces health care utilization and costs (Geriatrics Interdisciplinary Advisory Group, 2006) and may be an important way to deliver care to older adults. When concerned about depression, SLPs can alert other members of the team, such as primary care providers, counselors or social workers, and promote proactive screening and treatment for depression.
Understanding that adherence is not an all or none phenomenon is a clinically important finding, especially if a texture-modified diet is believed to be very critical for the health of the patient (such as a patient with silent aspiration). SLPs can use proactive measures to promote adherence by discussing the potential for negative effects on quality of life with a texture-modified diet at the time of diagnosis. Some participants in this study believed that they were adhering to the recommended diet but in reality were not, highlighting the important role of patient education and follow-up.
In a study on the perceptions of SLPs on the reasons for patients' nonadherence to texture modified diets, the authors found that patient and caregiver training were important methods used by SLPs to facilitate better adherence (King & Ligman, 2011) . However, in this study, the training sessions provided by the SLPs that included methods such as verbal and written instructions, demonstrations, and hands-on experiences, were only for 15-30 min. For clinicians working with community-dwelling older adults with dysphagia, there may be a need to expand education not just in terms of time spent in teaching patients on how to prepare texture-modified diets, but also in understanding individual barriers to adherence. There is a need for ongoing education through conversations about individual priorities and lifestyles, and also through observations during meal preparation, and eating and drinking. Future researchers may examine the effect of an intervention utilizing in-home observation of diet adherence in addition to verbal and written directions on the preparation of texture-modified diets.
Older adults with multiple morbidities may need not only consistent and frequent follow-up of diet instructions with models on how to prepare liquids of the recommended viscosity but also better care coordination and communication among different providers. The health care system has been described as failing in its delivery of services to older adults when there is a lack of coordination between multiple providers (Castro-Sanchez & Avila-Ortiz, 2013; Kerr & Fothergill-Bourbonnais, 2002) . Clinically, it may be important to have ongoing discussions among providers, in-service educational events that highlight the importance of dysphagia management strategies and therapies, and improve the level of communication among providers so that patients receive comprehensive and coordinated, rather than piecemeal, treatment.
Health policy organizations and service-delivery facilities, such as hospitals, can support interprofessional care systems, in which multiple specialty service providers collaborate. Such types of collaboration have been found to reduce "the severity of symptoms among hospitalized older adults" (Geriatrics Interdisciplinary Advisory Group, 2006, p. 850) . Professional organizations, such as American Speech-Language-Hearing Association, may consider practice guidelines that acknowledge nonadherence to recommended texture-modified diets and provide strategies to work with patients to maximize benefits associated with texture-modified diets. Patients are agentive and health behavior is often enacted in social and psychological contexts. Practice guidelines may consider concepts like harm reduction, adopted by the World Health Organization as part of Global Health Sector Strategy for HIV/AIDS intervention (Ball, 2007) and used in many addiction interventions, to shift focus from medical risks alone to holistic patient well-being. Harm reduction gives providers permission to consider ways to support patient practices that vary from recommendations while at the same time minimizing potential negative medical consequences.
Conclusions
Future interventions should reach into the home to determine whether closer observation and tailoring of dietary modifications have a positive impact on patient satisfaction, while reducing negative health outcomes such as respiratory infections. In the meantime, clinicians who work with this population can be sensitive to patients' personal preferences and priorities and provide consistent and ongoing follow-up. Education on texture-modified diets should be an ongoing discussion in which providers recognize and listen to patients' priorities and lifestyle preferences.
